INTRODUCTION
A significant number of children in Brazil have been struck by cancer, affecting their families and strengthening the disease's epidemiological importance, which has also given rise to studies about its diagnostic and therapeutic aspects.
The confirmation of the disease causes great suffering to parents. The family will have to live with the uncertainty of the prognosis and the consequences of an aggressive and painful treatment, producing feelings of anguish and negations that make them seek confirmation of the diagnosis (1) (2) .
Despite technological advances in cancer treatment -through the arrival of new drugs, radiotherapy and surgeries -and the significant increase in the cure and survival percentages of children affected by this disease, treatment is still quite uncomfortable, invasive and threatening; it provokes a rapid and intense change in patients' lives and a disequilibrium in family routines and dynamics (3) .
Families will have to face many difficulties during the entire treatment. They will have to seek ways of helping their child to overcome the situations of physical and emotional suffering caused by the disease and to deal with the problem of maintaining a healthy interaction among relatives (4) .
Families face problems deriving from treatment, as the aggressive therapy provokes several unwanted collateral effects, besides anguish, pain and suffering because they need to live with the possibilities of relapse, symptom exacerbation and death of the child.
Thus, cancer and its therapy can lead the child to emergency conditions. A cancer emergency can be defined as a clinical condition resulting from a structural or metabolic change caused by cancer or its treatment, requiring immediate medical interventions to prevent death or severe permanent damage (5) (6) .
Literature presents the importance of getting to know the needs of family members who accompany their relatives at hospital emergency sectors. Reference is made to emergency sector environments, affirming that these are normally chaotic and that, on these occasions, administering situations that represent a risk to life and handling crises are priorities. Thanks to this particularity, the accompanying relatives' needs end up being neglected. It is also emphasized that family members who accompany their relatives in the critical stage of a disease, at emergency units, should be considered as care units, and that there are as of yet few studies about their needs during this period (7) .
Parents' emotional burden when they experience emergency care for their child should not be forgotten, lacking information and communication to mitigate their emotions. Thus, nurses need ability to deal with parents and adequate communicative skills for each situation (8) .
This study aimed to understand how the families of children with cancer cope with the disease and its problems at home and how they make the decision to take them to emergency care.
METHODOLOGY
To reach the study objective, a qualitative approach was used, with Oral History as the methodological strategy. This resource is used as a way of capturing the experiences of people who are willing to talk about aspects of their life, including the commitment to stick to the social context. It is applied to elaborate documents, files and studies about people's social life. Oral History departs from the premise about the past as something that continues into the present and whose historical process is not finished; moreover, it grants a meaning to the witnesses' and readers' social life, making them understand the historical sequence and identify themselves as part of it. In Oral History, the witness is considered a "collaborator", which implies a relationship of affinity between the interviewee and the interviewer (9) .
In this study, Thematic Oral History was used, which attempts to clarify or obtain the interviewee's opinion about a specific issue or preset theme.
Objectivity is direct: it addressed external, objective, factual, thematic questions and its specific nature provides different characteristics (9) .
Getting to know people's actions while they experience certain situations makes it possible to anticipate some care actions, allowing for a more effective and active participation in care, including the possibility of intervention in case of risk (10) . character. In this step, the narrative is reorganized so as to become clearer. Next, the "Vital Tone" is chosen, which is a phrase to introduce the narrative, as it represents its moral synthesis, and 3)
Transcreation: during this step, the testimony is processed in a broader sense, by inverting the order of paragraphs; removing or adding words and phrases; using language instruments like punctuation, ellipsis and interjections, with a view to achieving a better understanding of the text.
This recreates the atmosphere of the interview, attempting to present the world of feelings provoked by this contact to the reader, which would not happen if the testimony were reproduced word for word. The author infers in the text, which will be reworked several times and should comply with agreements reached with the collaborator. In this procedure, it is vital for the collaborator to legitimize the interview (9) .
After reading each testimony, we observed that the narratives expressed a peculiar meaning, perceiving points these histories had in common and which could be better explored with a view to a broader understanding of their contents.
Data analysis adopted the "Family Coping Behaviors, divided in: "Parents' philosophy" and "Coping approach".
Perception of
Consequences, subdivided in: "Family focus" and "Expectations about the future" (11) .
RESULTS AND DISCUSSION
Based on the theoretical model presented above, next, the results obtained from the mothers' testimonies are presented.
The first conceptual component of the model is the Definition of the situation, which refers to the meaning and the way parents see the child and the disease. These are key aspects for their definition of the situation, which influence the types of behaviors used to cope with the disease and incorporate it into the family routine (11) . Another aspect to be taken into account is the View of the disease, which covers the parents'
set of beliefs about the diagnosis, cause, severity, prognosis and course of the disease (11) . The adopted theoretical model also addresses
Ideas about the capacity to cope with the disease, which refers to the interaction between the family's ideas about assessment of disease coping demands and its own abilities to perform these activities (11) . Mothers living with children with cancer at home develop strategies to feel more secure to cope with the surprises of the disease. They use these strategies when they perceive that they are in a situation of minimal security to perform their role of delivering care and protecting their child. When beyond these limits, they turn to emergency care.
If I perceive something different, my first reaction is to bring her to the EU, because I know that, when I arrive here, the doctors will examine her until they find what is causing the problem and start adequate treatment. (C2)
Fear of the disease is more related to lack of knowledge than to the disease in itself (12) . In our study, one of the mothers expresses that the fact that she does not have knowledge about the treatment causes insecurity to stay at home with the child in case of any behavioral change, mentioning fear that the child may die. This makes her seek help through emergency care.
The search for information is one of the strategies mothers use to manage to perform their role with the desired responsibility level. Across treatment, parents and relatives accumulate experiences that make them more capable and secure for decision making in case of possible problems.
When parents have the necessary information for care delivery to their child, they can provide care in a calmer way (13) .
I know when she's fine or not based (...) on what her doctor says. (...), according to her, I know what to do and how to act with D., as I already know the whole treatment, it becomes easier to take care of her at home. (C4)
Mothers also perceive their hospitalization experiences with the child and the symptoms perceived at home, besides conversations with other parents, as resources that facilitate decision making about managing the disease at home. The children are fundamental resources in strategies to achieve this demand. Besides guarding them, the mothers also ask questions to obtain information about what may be happening, using strategies like: perceiving differences in their children and asking them questions to obtain further information about them. To the extent that parents become attentive to their children and aware of the symptoms they can present, or perceive changes in their general situation, such as temperature changes, they can decide about the actual need to seek additional medical help (14) .
If I perceived that she was a bit sad, I undressed her, gave her a bath, asked if she was feeling well. I was talking and playing with her but, in fact, I was examining her body ... (C5)
Another theme in this conceptual component is the Parents' mutuality, which addresses their perceptions in terms of how they share, complement or have discrepant view on how they define and manage the disease situation (11) .
One collaborator reports her experience in sharing the disease experience with her husband and highlights the importance of her husband's support when the child needs emergency care. The mothers' narratives point towards a discrepancy in how parents perceive and manage the disease, with different ideas, mainly when they decide to take the child to the emergency unit when they perceive that something may be wrong.
According to the mothers, their husbands are more tolerant to the symptoms appearing at home and believe that the child can recover. The mothers, on the other hand, because they know the effects and risks of treatment better, do not accept to stay at home with their child because, as they feel insecure, they do not want to take the risk that something happens they cannot control alone. The Parents' philosophy corresponds to the principles their behaviors are based on, covering:
objectives, priorities, values guiding the general approach and specific strategies to cope with the disease; Coping approach, related to the parents' assessment of the sphere through which they manage to develop a routine and strategies to cope with the disease and incorporate it into family life (11) .
In the light of their children's cancer, the mothers in this study assume a sense of responsibility with a view to providing the best care to their child together with the team. They live with uncertainties about when a new crisis can occur. Each day, they look for signs that can indicate some new complication that may emerge. They feel obliged to know the effects of treatment, so that they can know what it is and how to keep watch, in order to recognize all possible symptoms.
Moreover, they attempt to anticipate possible complications, being ready to act at any time, if necessary. They see themselves as "key pieces" during the entire disease process. When the mother is faced with the impossibility of cure, she seeks the child's wellbeing and alleviating suffering becomes her main target. In another study, the relatives mentioned that, as the disease advanced and the probability of death got near, care focused on avoiding or minimizing the child's pain (15) . Some changes occur in family life, with a view to finding ways of coping with the disease. There is the fear that something will happen with the child without anybody noticing it.
Some of our collaborators mentioned they left their bags ready in case they had to take their children to the emergency unit; this routine decreases the stress of coping with the disease at home. To the extent that they incorporate the possibility of seeking emergency care, they feel more comfortable not to let the situation get worse at home. Emergency care is incorporated into the child's treatment.
It should also be emphasized that, even if emergency care is incorporated into the child's treatment as a possibility and reference for better coping during the course of the disease, it entails the meaning of possible worsening, lack of disease control and, consequently, fear, anxiety and uncertainties.
The last conceptual component is the Perception of Consequences, which refers to the dimension the disease occupies in family life, and its current and future reflection on the future of family life.
The conceptual theme Family focus comprises the parents' assessment of the balance between disease coping and other aspects of family life (11) .
The narratives present how the mother assesses the dimension or importance of the disease.
Her own life is focused on the sick child, and she starts to life in function of him/her; she thinks about the family, other children, her husband, but the priority is her sick child. Mothers who used to go out to work gave up their job to be able to continue their child's treatment. Managing to stay at home with the child, without symptoms, behavioral changes and surprises is a sign that (s)he is well and that is the family's expectation.
FINAL CONSIDERATIONS
The Thus, the possible need for emergency care is incorporated into the family's daily reality as a resource to cope with the disease when it goes beyond the mothers' capacity to maintain the symptoms under control. However, they express the traumatic emotions they experience when they remember the incidents that occurred during their visits to the emergency unit. Therefore, they use all possible efforts to treat their children at home. Nevertheless, when the symptoms continue or create mistrust about the possibility that something not visible may be happening, their first attitude is to go the emergency unit. They need to feel comfortable to stay at home and take care of the child.
Nurses' understanding of this intense cancer journey, permeated by the uncertainty presented in the mothers' narratives, affects care delivery to families. Understanding the mothers' perspective on specific events they experience with the child at home and the meaning she attributes to these events, relating them with the level of uncertainty they produce, can help to plan adequate interventions for each family.
